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 This dissertation is comprised of three manuscripts that will be submitted for 
publication, describing the end of life knowledge, beliefs, and preferences of Alaska 
Native and American Indian Peoples. The first manuscript is a literature review that 
examines what is known about the understanding about the end of life knowledge, 
beliefs, and preferences of Alaska Native and American Indian Peoples. The second 
manuscript offers results of an exploratory descriptive study designed to describe the end 
of life knowledge of hospice care services, beliefs about dying, and preferences for end of 
life care of Alaska Native and American Indian Peoples. Finally, the third manuscript 
shares this author’s experiences and suggestions as a non-indigenous researcher 
conducting research in an indigenous world. The manuscript offers a brief review of 
literature of Indigenous worldviews on health and aging, an introduction to the 
Indigenous Research Paradigm, and practice and research implications.  
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REVIEW OF LITERATURE OF END OF LIFE KNOWLEDGE, BELIEFS,  
AND PREFERENCES OF ALASKA NATIVE  
AND AMERICAN INDIAN PEOPLES 
 Chapter 1 is a manuscript that explores the state of the science about what is 
known about end of life knowledge, beliefs, and preferences of Alaska Native and 
American Indian peoples. The manuscript will be submitted to the American Journal of 
Nursing for publication consideration or as a poster presentation. 
Abstract 
A goal of Healthy People 2020 (2012) is to reduce or eliminate health disparities. 
One noted disparity exists in the use of hospice services between Alaska Native and 
American Indian peoples, among whom the utilization rate is 0.3% compared to 81.5% of 
their white population counterparts (National Hospice Palliative Care Organization 
[NHPCO], 2015). This literature review explored published articles about Alaska Native 
and American Indian peoples’ experiences with end of life (EOL) to better understand 
this health disparity.  Although a search of CINAHL, PubMed, and Web of Science 
produced 356 articles, only 5 research studies, 4 expert reports, and 1 palliative care 
booklet met the inclusion criteria. Few studies reported the Alaska Native or American 
Indian peoples’ knowledge of hospice/palliative care services, their beliefs about death 
and dying, or their medical preferences when facing a non-curable illness. The reports 
pointed out the need to educate health care providers, enhance their comfort to provide 
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palliative care, create palliative care education program for health care providers, develop 
a rural community-based palliative care program, explore the negative stigma associated 
with death and lack of use of hospice, and develop a pamphlet about palliative care 




The under-use of health care services at EOL by Alaska Native and American 
Indian peoples has been reported as a health disparity (Guadagnolo, Huo, Buchholz, & 
Petereit, 2014; Michalek, Mahoney, Gilbert, & Kaur, 2005; Shiovitz, Bansal, Burnett-
Hartman, Andrea, et al., 2015). Furthermore, EOL care available to Alaska Native and 
American Indian peoples has not been provided in a culturally congruent manner 
(Burhansstipanov & Hollow, 2001). Programs have been initiated to educate healthcare 
providers about cultural considerations at EOL for Alaska Native and American Indian 
peoples; however, their effectiveness is unclear (DeCourtney, Jones, & Heavener, 2010; 
DeCourtney, Jones, Merriman, Heavener, & Branch, 2003; Education in Palliative Care 
and End-of-Life Care for Oncology Curriculum [EPECTM-O], 2007). The awareness of 
Alaska Native or American Indian peoples of different palliative care options when 
facing a non-curable illness is also unknown. This review of literature examines the 
Alaska Native and American Indian peoples’ understanding of EOL knowledge, beliefs, 
and preferences. Understanding what is known and unknown will allow us to further 
develop and improve nursing interventions to increase the likelihood that Alaska Native 
and American Indian peoples will experience a peaceful death. 
There are 5.2 million Alaska Native and American Indian peoples in the US, with 
the State of Alaska having the highest percentage of this population at 19.5% (Center for 
Disease Control and Prevention [CDC], 2010). Approximately 108,799 Alaska Native 
and American Indian peoples reside in the State of Alaska (Alaska quick facts, 2014). 
The total number of Alaska Native and American Indian deaths reported between 2007 
and 2009 in Alaska was 10,572 (Alaska Bureau of Vital Statistics, 2011). In Alaska, the 
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leading 10 causes of death among Alaska Native and American Indian peoples are 
cancer, heart disease, unintentional injury, suicide, alcohol abuse, chronic obstructive 
pulmonary disease, cerebral vascular disease, chronic liver disease and cirrhosis, 
pneumonia and flu, and homicide (Day, Holck, & Provost, 2011). Alaska Native and 
American Indian peoples have higher rates of death in all categories compared to their 
white counterparts, with the exception of heart disease (Day, Holck, & Provost, 2011). 
Cancer continues to be the leading cause of death among Alaska Native peoples 
(Carmack, Schade, Sallison, Provost, & Kelly, 2015). 
Although Alaska Native and American Indian cancer patients receive poorer 
quality of care compared to their white counterparts (Burhansstipanov, Gilbert, LaMarca, 
& Krebs, 2001; Burhansstipanov & Hollow, 2001; Gilliland, Hunt, & Key, 1998; 
Hampton, 1998), few studies have explored palliative or hospice care experiences by 
Alaska Native and American Indian peoples. Furthermore, only 0.3% of the American 
Indian/Alaska Natives were reported to use hospice compared to 76.0% of their white 
counterparts (National Hospice and Palliative Care Organization [NHPCO], 2015). This 
disproportionate finding among the Alaska Native and American Indian peoples 
represents a health disparity in hospice use, a form of palliative care at EOL (National 
Cancer Institute, 2011). 
An essential component of EOL care is the ability to provide care within a 
cultural context (Baldridge, Garrett, Williams, Aldrich, & Benson, 2011; Kagawa-Singer 
& Blackhall, 2001; Schim, Doorenbos, & Borse, 2003). Culture influences an 
individual’s behavior, attitudes, preferences, and decisions related to EOL care (Coolen, 
2012; Tellez-Giron, 2007; Valente & Haley, 2003). These influences guide a patient’s 
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reactions to dying or decisions associated with dying (Giger, Davidhizar, & Fordham, 
2006; Kagawa-Singer & Blackwell, 2001; Koenig & Gates-Williams, 1995; Searlight & 
Gafford, 2005). One decision made at EOL is whether to implement an advance directive 
(Kwak & Haley, 2005), which specifies the information that the individual wishes to 
reveal regarding his/her terminal condition and the desire to die at home or use hospice 
services (Johnson, Kuchibhatla, & Tulsky, 2009). Despite the recognition that culturally 
competent care is important at EOL, very little research has explored the knowledge of 
palliative care/hospice, beliefs about death and dying, use of advance directives, and 
medical care preferences when approaching EOL among Alaska Native/American Indian 
peoples. DeCourtney, Branch, and Morgan (2010) reported that advance directives are 
confusing to Alaska’s native peoples; furthermore, Alaska’s native peoples are not 
comfortable discussing future events, and advance directives are often not discussed. 
Contrary to that view, Baldridge et al. (2011) reported that American Indian and Alaska 
Native peoples might be more willing to discuss EOL issues than previously reported. 
Earlier research reports (Hepburn & Reed, 1995) suggested that some American Indians 
do not speak about death out of fear that it may happen or that talking about advance care 
planning is considered a violation of Navajo values (Carrese & Rhoades, 1995). This led 
to the assumption that Alaska Native and American Indian peoples may not be 
comfortable discussing events that occur in the future, thus making it more challenging to 
discuss advance directives. Baldridge et al. (2011) suggested that this might not be the 
case because as culture is ever changing, more successful palliative care programs and 
EOL conversations are being reported among Alaska Native and American Indian 




This literature review begins with definitions of major concepts associated with 
EOL care, allowing the reader to better understand the context in which this care is based. 
The concepts defined are culture and pluralism, EOL, palliative and hospice care, and 
peaceful death. Relevant studies will be reviewed following the definitions. 
Concept Definitions 
Culture is learned from families during the socialization process, and it consists of 
beliefs, practices, habits, likes, dislikes, norms, customs, and rituals of a person (Spector, 
2004). This review of literature focuses on the Alaska Native and American Indian 
culture. Alaska Native and American Indian peoples, as the indigenous peoples of 
Alaska, have been living side by side with the dominant society, contributing to a 
pluralistic society. According to Merriam-Webster (2012), “pluralism is a situation in 
which people of different social classes, religions, races, etc., are together in a society but 
continue to have their different traditions and interests” (www.merriam-webster.com). By 
definition, this concept may explain why the dominant culture may be unaware of how 
Alaska Native and American Indian peoples understand EOL concepts.  
End of life refers to the last 6 months of life. Before the patient can receive 
hospice services, the hospice benefits provided by Medicare require that two physicians 
certify a patient is approximately in his/her last 6 months of life, assuming his/her illness 
runs a normal course (Center for Medicare and Medicaid Services, 2008). Thus, for the 
purpose of this literature review, EOL will refer to the last 6 months of life.  
The World Health Organization (World Health Organization [WHO], 2013) states 
that, “palliative care improves the quality of life of patients and families who face life-
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threatening illness by providing pain and symptom relief, spiritual and psychosocial 
support to [sic] from diagnosis to the end of life and bereavement” (para 3). Hospice care 
is a form of palliative care that focuses on comfort, dignity, and quality of 
life/relationship closure, all under the control of the patient and family (Ferrell& Coyle, 
2010). In the US, Medicare and Medicaid offer hospice benefits to those whose life 
expectancy is six months or less when their illness follows the expected course (MedPac, 
2015; Medicaid, 2016). 
 Finally, peaceful death is an experience during which the dying person’s EOL 
wishes and directions are followed as he/she nears death. Similarly, the Institute of 
Medicine (IOM) offers characteristics desired at the time of death, “…one that is free 
from avoidable distress and suffering for patients, families, and caregivers in general 
accord with patients and families’ wishes and reasonably consistent with clinical cultural, 
and ethical standards” (Field & Cassel, 1997, p. 24). 
Background 
End of Life 
Historically, care of the dying was reported as inadequate in the United States 
(Field & Cassel, 1997; Last Acts, 2001; SUPPORT, 1995). Grassroots efforts to bring 
hospice to the US have provided much needed care at EOL, yet patients and physicians 
do not fully understand many aspects of hospice at EOL (Gazelle, 2007). Some feel that 
once it is determined that medicine has done all it can do to save a life; the quality of care 
subsides. The Institute of Medicine’s 1997 report, Approaching Death: Improving Care 
at End of Life (Field & Cassel), brought end of life issues to the forefront. This report 
identified the management of death in the US with suggestions for research to help us 
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develop a better understanding of individuals’ needs at EOL. In the newly released report 
by the IOM, the Committee on Approaching Death: Dying in America: Improving Quality 
and Honoring Individual Preferences Near the End of Life reported that despite the 
increased knowledge of health professionals, patient care has not improved (IOM, 2015). 
Furthermore, Americans lack knowledge about EOL care options, and community leaders 
do not fully utilize strategies to make EOL knowledge available in culturally meaningful 
ways (IOM, 2015). 
The American Association of Retired Persons (AARP) in North Carolina (NC) 
and Massachusetts (MA) studied end of life knowledge, preferences, and beliefs in two 
surveys. In both surveys, 84% (NC) and 86% (MA) of the AARP members reported 
being at least somewhat comfortable talking about death. Half of the members reported 
speaking only to family about their EOL wishes; 11% (NC) and 17% (MA) reported they 
had discussed EOL wishes with their physician; more than 90% of the members had 
heard of hospice; and 75% would want hospice support at EOL. Although Alaska Natives 
and American Indian participants were included in the studies, the results from the AARP 
surveys did not differentiate or include Alaska Native/American Indian separately 
(Dinger, 2005; Straw & Cumings, 2003). No study examining EOL knowledge, 
preferences, and beliefs among Alaska Native/American Indian peoples residing in 
Alaska has been reported. 
In Bristol Bay, Alaska, following the recognition of the need for a hospice-style 
service for chronically and terminally ill patients, the community worked together to 
create an EOL program that began its formation in 1999 (Healthy Alaskans, 2010). This 
EOL program focused on the needs of Alaska Native and American Indian peoples living 
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in one rural area in Alaska. The program and materials were specifically developed to 
meet the cultural needs of the Alaska Native and American Indian peoples living in the 
Bristol Bay area. DeCourtney, Jones, Merriman, Heavener and Branch (2003) described 
the ways in which focus groups contributed to the program design as well as the ways in 
which elders provided essential information about EOL needs and practices. Many of the 
program materials were printed in English as well as translated and printed in Yup'ik, a 
predominant native language in the area. Unfortunately, the materials developed during 
this initiative are not retrievable.  
Culture and Pluralism 
 Although the U.S. is often referred to as a melting pot of many cultures and ethnic 
groups, the melting pot theory of assimilation may no longer be accurate (Locke, 1992). 
A more accurate depiction of society is that of the US as a multicultural or pluralistic 
society (Braun, Pietsch, & Blanchette, 2000). This reality is represented by many cultures 
living among each other, maintaining their traditional cultures, yet truly not 
understanding each other’s specific cultural beliefs or habits (Loustaunau & Sabo, 1997). 
Cultural pluralism is a concept that highlights the unique ways of a minority society and 
their contribution to the society as a whole within its distinctive cultural traditions 
(Barnhardt, 1981). 
Alaska’s native peoples comprise 11 individual cultures with 20 distinct 
languages and multiple dialects (Alaska Native Language Center, 2014). These eleven 
cultures are divided into five groupings based on cultural likenesses and geographic 
location (Alaska Native Heritage Center, 2016). Culture allows social groups to live in 
harmony by sharing their beliefs, values, and practices (Giessler, 1998). However, these 
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group characteristics may not be shared or understood across cultures. Current literature 
offers very little understanding of Alaska Native and American Indian peoples’ 
knowledge of palliative care or hospice or about their beliefs about dying and Advance 
Care planning. Their preferences for EOL care are not widely known to the dominant 
culture. 
Cultural studies about Alaska Native and American Indian peoples diagnosed 
with cancer revealed important characteristics. Buhannsstipanov and Hollow (2001) 
found that nurses were culturally competent with regards to respect of culture needs; 
however, ancillary staff were not. They also noted that the loss of body parts from 
surgery could cause spiritual distress because an ancestor might not recognize the person 
without the body part when he/she passes on to the next side. Some tribes would not 
allow EOL care in the home because evil spirits could linger or ghost sickness could 
affect others (Buhannsstipanov & Hollow, 2001). It was reported that if EOL care were 
provided at home, the house would be burned after the death. The authors found that 
there is a female dominance in decision-making and that non-blood relatives could be 
included in the decision-making process related to EOL care. Burhansstipanov (2005) 
reported that cancer survivors recounted inadequate pain management and unreliable pain 
tools being used to measure pain. She also noted communication discrepancies regarding 
the meaning of words. Specifically, health care providers may use the expression positive 
or negative when discussing a diagnostic finding. Words have the potential for 
misinterpretation; for example, positive means good and negative means bad 
(Burhansstipanov, 2005). However, in health care a positive result indicates something it 




Palliative Care and Hospice  
The State of Alaska is vast; it is more than twice the size of Texas. Alaska has 
33,900 miles of coastline, which is 50% more than the continental United States 
(American Local History Network [ALHN] Alaska, 2013). Many Alaskans live in remote 
areas where palliative care or hospice services are not available. Alternative solutions to 
hospice services in the traditional form have been explored because geographically, it is 
not possible to have hospice in every village. Helping Hands was one alternative solution 
program created to support those in need of palliative care at home in a remote area of 
Alaska instead of flying to Anchorage. This program will be covered in the next section. 
Another alternative in Alaska to traditional medical care delivery was telemedicine. 
Hudson (N.D.) reported that telemedicine in the form of high-frequency radio, satellite, 
and fiber optic with computer peripheral support has increased the numbers of off-site 
patients treated with doctor’s advice; in fact, about 72% of those seen via telemedicine 
needed treatment. Outcomes included decreased travel, decreased waiting times, fewer 
days of lost work and school, resulting in cost savings of 2.8 million Medicaid dollars 
between the years 2003 and 2009. Hospice, however, was not on the list of clinical 
specialties available.  
Peaceful Death 
A peaceful death or good death can be a desired outcome of EOL care, regardless 
of whether a patient chooses curative or palliative care. Hospice philosophy embraces the 
characteristics of a peaceful death, as described by IOM (NHPNA, 2015). Kehl (2006) 
analyzed 42 articles about a good death and found that experiences and perspectives 
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affect patient perception of a peaceful death; thus, it is different for each person. 
Common attributes of a good death include having control, being comfortable, allowing 
for closure, recognizing value and beliefs, trusting care providers, knowing about 
impending death, minimizing any burdens, and leaving a legacy.  
 There are several identified barriers to a peaceful death for Alaska Natives and 
American Natives. Burhansstipanov (2005) found Alaska Native and American Indian 
cancer survivor patients were unlikely to have quality EOL experiences because they did 
not have access to EOL trained healthcare providers. She also found poor integration 
between traditional spiritual healing and Western medicine and poor communication 
between cancer doctors and other physicians, leading to poor collaboration of care.  
Dying in pain is a fear reported by three-quarters of respondents of both AARP 
EOL surveys, which included Alaska Native and American Indian peoples (Dinger, 2005; 
Straw & Cummins, 2003). Burhansstipanov (2005) reported patients thrashing in pain 
while dying. Their pain was not managed because they were too weak or not able to 
travel to pick up their own pain medication. Access to pain medications is a problem for 
Alaska Native peoples who live in remote areas and may have to fly 900 miles or longer 
each way to have pain medicine refilled, as pain medications are not readily available in 
the bush. Medications may also be mailed; however, mail delivery times can vary by 
several days or longer dependent on weather and other factors affecting flying. 
DeCourtney et al. (2003) reported that after the Helping Hands Program was 
implemented, some elders were able to return to their villages and experience EOL care 
in familiar surroundings. In fact, home deaths rose from 33% to 77% for patients 
diagnosed with cancer, lung, heart, and renal diseases. There was also an increase of 
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written advance directives after the program was initiated. The program focused on pain 
management, training of health care providers, family members and volunteers. The 
program successfully delivered modern day palliative care concepts integrated with 
traditional lifestyle of the community.  
Method 
 The initial search began by meeting with an experienced librarian to review 
relevant search terms and subject headings. The librarian searched CINAHL, PubMed, 
and Web of Science. Key search terms and subject headings included Indigenous peoples, 
Alaska Native, American Indian, palliative care, hospice, and end of life. There were 356 
articles identified, which were then examined against the inclusion criteria of: (a) 
including Alaska Native, American Indian, or Indigenous Peoples in their samples; (b) 
reporting about experiences with EOL, palliative care, or hospice; (c) including 
participants of 18 years or older; (d) and being conducted between 1990 and 2016. 
Abstracts were reviewed for knowledge of hospice care, beliefs surrounding EOL care, 
and preferences surrounding EOL. Five research articles were found in addition to four 
expert opinion/experiences related background articles providing noteworthy 
information. 
Review of Literature 
The identified literature provided nine examples of how palliative care was being 
addressed by Alaska Native or American Indian peoples. These examples included 
reports on the use of focus groups to form rural palliative care programs (DeCourtney et 
al., 2010), delivery of palliative care by health care providers (Arenella et al., 2010; 
DeCourtney et al., 2003; DeCourtney & Mitchell, 2006), the process  used to establish a 
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rural community-based palliative care program (DeCourtney et al., 2003; DeCourtney, 
Branch, & Morgan 2010), a pamphlet introducing the concept of palliative care to Alaska 
Native/American Indian peoples in a culturally sensitive manner (DeCourtney, 2009), a 
palliative care program called Education in Palliative Care and End-of-Life Care for 
Oncology (EPEC™-O) to educate health professionals about American Indian and 
Alaska Native peoples’ cultural experiences (Arenella et al., 2010), and American Indian 
experiences at EOL (Colclough & Brown, 2014). 
Research-Based Contributions in Literature 
Focus groups were used to gather information about the formation of culturally 
sensitive palliative care education programs for health care providers in the literature 
reviewed. DeCourtney et al., 2010 reported on the focus groups’ contribution to the 
Helping Hands Program creation (a remote community-based palliative care program in 
Alaska). They conducted an Alaska-wide survey with Community Health Aides (CHA), 
which was completed in 2007, revealing that elders prefer to die in their communities. 
The survey results indicated that CHA learned to set boundaries with family and 
encourage family involvement to assist with care, as CHAs were overburdened. 
Community health aides also reported that pain management was an issue. In addition to 
pain medication being sent home with the patient (from hospital), there was a need for 
other medical supplies to be sent home as well. DeCourtney et al. (2010) reported that a 
series of focus groups produced valuable information, such as traditional care for dying 
people, the sort of support needed by caregivers, current preferences and beliefs 
associated with death, and the need for various community programs that are specific to 
their cultural needs. Authors made recommendations for the development of culturally 
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sensitive palliative care programs based on the focus group feedback. 
Michalek, Mahoney, Gilbert, and Kaur (2005) conducted a national survey with 
tribal health directors to study palliative care needs. While conducting a review of 
literature, they only found two articles that addressed palliative care needs in Native 
American communities (p.119). Their aim was to increase the knowledge of perceived 
needs and availability of palliative care services in Native American communities. They 
mailed a 38-item questionnaire to all tribal health directors listed with the Indian Health 
Services. Their two mailings yielded a 37% response rate. Michalek et al. (2005) reported 
on tribal health directors’ (THD) perceived current trends of diseases, in addition, the 
THDs’ rank-ordered 10 areas of need for palliative care support in terms of their 
importance. The top five areas of need were pain management services (70%), followed 
by the need for advance care planning (58%), hospice contracts (54%), care for the dying 
(53%), and bereavement support (52%). The survey also asked whether the 10 areas were 
offered inside the reservation, in nearby community, or not at all. Most services were not 
available or only available outside the community (Michalek et al., 2005).  
Guadagnolo, Huo, Bucholz, and Petereit (2014) studied American Indian peoples’ 
use of hospice. Their review of literature found no study that analyzed hospice enrollment 
among American Indian cancer patients. Guadagnolo et al. (2014) used Medicare linked 
databases to analyze hospice utilization patterns of 181,316 White and 690 American 
Indian patients aged 65 or older. Hospice utilization was measured by assessing hospice 
admissions during the last 6 months of life. They found fewer American Indian peoples 
(54%) enrolled in hospice compared to their white counterparts (65%), supporting a heath 




In another study, Schrader, Nelson, and Eidsness (2005) reported American 
Indian peoples’ preferences for EOL care. Their literature review found four articles on 
American Indian perspectives on EOL. Schrader et al. (2005) adapted the South Dakota’s 
Dying to Know [SDD2K]) questionnaire to assess attitudes toward death and dying, 
advance care planning, resident needs living in South Dakota, knowledge of hospice, 
EOL preferences of American Indian, and difference between American Indian and non-
American Indian needs in South Dakota. Overall, 2,533 surveys were returned, and 71 
were from American Indians. The authors used a typology of EOL attitudes and actions 
comprising four areas, spirituality, family, health care, and self. Most of American Indian 
participants (96%) felt it was important to experience spiritual peace at EOL. Many 
participants also valued aging, felt dying was an important part of life, and felt 
comfortable thinking about life after death (89%, 87%, and 82%, respectively). A high 
percentage (96%) felt it was important to receive comfort from religious/spiritual services 
in addition to knowing how to say goodbye. Participants wanted to get honest answers 
from their physician (94%), and they would like a physician to visit them at home when 
suffering from a terminal illness (84%). Just 7% had talked about EOL wishes with their 
doctor, and 28% preferred the physician bring up the subject of EOL with them. 
American Indian and non-American Indian participants differed significantly in their 
responses to some items. American Indian peoples were more likely to avoid medical 
checkups (did not want to find out there was something serious wrong), they were more 
likely to think their physician would not believe they were in pain or treat pain, they were 
less likely to trust the information given about EOL by their provider, and they were less 
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likely to want EOL conversations initiated by their physician and less likely to hear about 
hospice (all p = .001). Only 42% had talked to their spouses about preferred EOL actions 
(yet 71% had discussed with family), 25% had completed an advance directive, and 90% 
wanted to die at home. 
Colclough and Brown (2014) conducted an exploratory study in Montana based 
on grounded theory to identify the meanings of EOL experiences of 58 American Indian 
participants. The central theme identified was struggle, which was found to be influenced 
by knowledge (and connectedness).  Knowledge was further divided into two categories, 
medical knowledge and care knowledge. Most participants reported being unaware of 
local options for hospice and being unfamiliar with the term hospice or the meaning of 
hospice (Colclough & Brown, 2014). 
Expert Contributions in Literature  
Noteworthy expert contributions to the literature include a study by DeCourtney 
(2009) who compiled stories from Alaska Native and American Indian elders’ personal 
experiences related to peaceful death and developed a culturally specific pamphlet that 
introduced palliative care (including hospice) to the Alaska Native and American Indian 
community. This pamphlet defined palliative care, hospice, and the ways in which culture 
is honored. It also includes information about children and EOL. Arenella et al. (2010) 
evaluated an Alaska Native and American Indian culture module that was added to the 
EPEC™-O train-the-trainer program. The program was developed as a ‘train the trainer 
type model’ that contained self-study sections. It also contained video examples of 
interviewing clients in a culturally appropriate manner. Furthermore, the program format 
was developed using a multi-disciplinary approach. Eighty-nine participants attended 
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three conferences that presented the culturally adapted curriculum (Arenella et al., 2010). 
The respondents worked predominantly in rural areas, majority were nurses (44%), 
followed by physicians (34%), social workers (12%), pharmacists (5%), and others (5%). 
Conference expectations were met or exceeded by 96%, knowledge of palliative care had 
increased post-conference, and 65% felt they would change their practice with this new 
knowledge. DeCourtney and Mitchell (2006) presented a poster presentation reporting 
results of a questionnaire administered to physicians, mid-level practitioners, nurses, 
social workers, and pharmacists in the Alaska Tribal Health System. Of the 67% 
responding, 73% reported they had not had palliative care training. Furthermore, 69% 
had cared for patients needing palliative care. Topics respondents identified as needing 
further training included pain and symptom management and culturally appropriate 
delivery methods (no formal report on study found in literature). DeCourtney, Jones, 
Merriman, Heavener, and Branch (2003) summarized the development of the Helping 
Hands Program, which allows residents living in Alaska’s remote areas to return home 
and receive palliative care and EOL services. As the Helping Hands Program evolved, it 
became part of a home health program to better meet the needs of the patients returning 
home to their communities.  
Summary 
In summary, five research studies have explored Alaska Native/American Indian 
peoples’ EOL needs. These studies have described formation of a culturally sensitive 
palliative care education programs for health care providers (DeCourtney et al., 2010) 
and perceived needs and availability of palliative care services in Indian Health Services 
(IHS) regions (Michalek et al., 2005). Guadagnolo et al. (2014) studied American Indian 
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hospice admissions while Schrader et al. (2005) studied preferences about EOL care. 
These five studies highlighted the need for the creation of culturally sensitive programs 
for Alaska Native and American Indian peoples. EPECTM-O and Helping Hands 
Programs are available health care practitioners have available to them to provide 
culturally appropriate palliative care. Tribal health care directors identified deficits in 
service, lack of knowledge related to hospice concepts (Colclough & Brown 2014), 
hospice use health disparity among American Indian (Guadagnolo et al., 2014), and EOL 
preferences of American Indian peoples (Schrader et al., 2009).  
Many professionals work hard to gather information to explain palliative care for 
Alaska Natives and American Indian peoples and health care practitioners. For example, 
DeCourtney (2009) created a pamphlet in a culturally appropriate story-telling format, 
Arenella (2010) evaluated expert content in a new module that was added to EPECTM-O 
with health care providers, DeCourtney et al. (2003) offered step-by-step observations of 
the creation of Helping Hands and the evolution of the program, and finally, DeCourtney 
and Mitchell offered examples of the needs of health care practitioners. 
Conclusion 
Only DeCourtney et al. (2010) reported the results of a focus group about 
palliative care and beliefs about EOL care with Alaska Native and American Indian 
peoples residing in Alaska. Given the unique cultures of these peoples, research is 
necessary to understand their EOL needs. The state of the science lacks in this area. 
Therefore, it is helpful to learn about other indigenous peoples in the lower 48 States. 
However, further research needs to investigate the current opinions of those living in 
Alaska. In alignment with the IOM findings, this review of the literature has found 
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significant references about EOL care, including enhancing health care providers’ EOL 
knowledge through education efforts and developing culturally specific programs. 
Despite enhanced education, the population is in need of practitioners who are skilled in 
palliative care (IOM, 2015). Furthermore, the IOM (2015) reported that patient care has 
not improved; the public continues to lack knowledge about EOL care options, and 
community leaders have not efficiently engaged in strategies needed to begin EOL 
conversations in a culturally appropriate manner. Alaska is unique in terms of location 
and resources compared to the contiguous United States. The needs of Alaska Native and 
American Indian peoples who reside in Alaska can be challenging at best. It is crucial for 
health care professionals and community leaders to work together to measure the Alaska 
Native and American Indian peoples’ understanding and specific needs to increase their 
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DESCRIBING THE END OF LIFE KNOWLEDGE, BELIEFS, AND  
PREFERENCES OF ALASKA NATIVE AND  
AMERICAN INDIAN PEOPLES 
 
 Chapter II is a manuscript that describes the methods and results of survey 
methodology used to measure end of life knowledge, beliefs, and preferences between 
Alaska Native and American Indian Peoples. This manuscript will be submitted for 
publication consideration to Hospice and Palliative Care Nursing.  
Abstract 
 This study was designed to describe end of life (EOL) knowledge, beliefs, and 
preferences of Alaska Native and American Indian peoples (AN/AI). Using a 
convenience sample, the data were collected from 49 adults living on an urban residential 
campus in Anchorage, Alaska, and a remote Southwest town in Alaska. Three scales 
were used to measure the knowledge of hospice (Hospice Beliefs and Attitude Scale), 
preferences for end of life (Preferences for End-of-Life Care Scale), and beliefs about 
dying and advance care planning (Beliefs about Dying and Advance Care Planning 
Scale). The results indicated that most had undocumented advance directives, nearly one-
quarter had no knowledge of hospice services, only 10% had heard about hospice from 
their health care provider, many had misconceptions about services hospice offers, a high 
percentage are comfortable discussing beliefs about dying, however fewer had discussed 
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those beliefs with their families. We recommend culturally appropriate advance care 
planning, with health care providers initiating EOL discussions using a holistic approach.  
Key Words: Alaska Native, American Indian, indigenous people, end of life, hospice, 





 Alaska Native and American Indian peoples are considered indigenous people to 
the United States. As their life expectancy grows, so do rates of chronic diseases, adding 
to the need for EOL discussions (Kelley, 2010; Kitzes & Berger, 2004; Kitzes & Domer, 
2004). In the U.S., hospice and palliative care have become mainstream concepts 
(Institute of Medicine [IOM], 2015) yet they remain a health disparity for Alaska Natives 
and American Indian peoples (Guadagnolo, Huo, Bucholz, & Petereit, 2014; Michalek, 
Mahoney, Gilbert, & Kaur, 2005; Shiovitz, Bansal, Burnett-Hartman, Andrea, et al., 
2015). Few research studies have reported on end of life (EOL) experiences of Alaska 
Native or American Indian peoples. It is crucial to explore how the indigenous people of 
Alaska relate to EOL issues, concerns, and concepts. Knowledge of their understanding 
of EOL concepts can help health care professionals develop a plan to better meet the 
needs of indigenous people at end of life and contribute to a peaceful death experience.   
 Alaska Natives and American Indian peoples are significantly less likely to utilize 
hospice services compared to other ethnic groups (National Hospice Palliative Care 
Organization, 2013). Efforts have been made to narrow this health disparity. Studies have 
described the development of culturally sensitive palliative care education programs for 
healthcare providers of American Indian and Alaska Native peoples (Arenella et al., 
2010). Some studies have explored the needs of Alaska health care providers to 
determine their palliative care knowledge and comfort in providing palliative care 
(DeCourtney, Jones, Merriman, Heavener, & Branch 2003; DeCourtney & Mitchell, 
2006). These studies led to education efforts specific to the needs of Alaska Native and 
American Indian peoples (DeCourtney et al., 2003; DeCourtney & Mitchell, 2006). De 
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Courtney et al. (2003) described a culturally sensitive palliative care program for Alaska 
Native and American Indian peoples developed by a rural community formed to meet 
their EOL needs. DeCourtney (2009) also developed a culturally sensitive educational 
pamphlet about palliative care and hospice care that discussed EOL care, included stories 
from elders, and included age appropriate information for the pediatric population.  
One crucial assessment is missing in the literature; specifically, no documentation 
exists on the voices or opinions of Alaska Native and American Indian peoples about 
their EOL knowledge, beliefs, and preferences. Although this seems like a simple 
concept, the Alaska Native and American Indian peoples are, understandably, very 
private people (Spector, 2004). Historically, indigenous peoples have faced European 
imperialism, colonization (Smith, 1999), mistreatment from the dominant society, and 
misrepresentation of intent from researchers (Drabiak-Syed, 2010). Such experiences 
have resulted in skepticism about the motives of researchers, and that may be a barrier to 
conducting research with Alaska Native and American Indian peoples. 
The purpose of this study was to explore and describe Alaska Native and 
American Indian peoples’ understanding of EOL knowledge, beliefs, and preferences. 
The specific aims of this study were to describe Alaska Native and American Indian 
peoples’ knowledge of hospice/palliative care services and their beliefs and preferences 
surrounding EOL care. The three research questions were: (a) What is the knowledge of 
hospice/palliative care services among Alaska Native and American Indian peoples, (b) 
What are the beliefs of Alaska Native and American Indian peoples regarding EOL care? 
and (c) What are the preferences of Alaska Native and American Indian peoples 




This study was a cross-sectional descriptive survey of Alaska Native and 
American Indian peoples aged 18 and older. The Institutional Review Board of Illinois 
State University approved the study protocol.  
Recruitment and Sampling 
A convenience sample was recruited from a predominantly Alaska Native and 
American Indian residential housing campus located in Anchorage, Alaska. Some 
participants were also recruited from a remote Southwest town in Alaska using the 
“snowball” method, and they were able to participate through a mail-in process. Inclusion 
criteria consisted of being either Alaska Native or American Indian, aged 18 or older, and 
having the ability to read and write English. On-site recruitment was completed through 
poster displays, a newsletter announcement, and meetings. Participants were invited to 
attend an initial information session at the housing campus activity center to meet the 
researcher, learn about the study, and review a letter entitled “Request to Participate in 
Research” that explained informed consent. At the conclusion of the information session, 
attendees were given the option to ask questions and to complete the survey. Those 
participants who returned a survey were considered as consenting. One option was to take 
the survey home, complete it, and mail it to the researcher in the provided stamped 
addressed envelope. Additionally, participants were invited to take a survey packet 
(containing the request to participate in research letter and the survey) to share with 
friends or family members. All participants were offered compensation of $15.00 for 
their time. Those who submitted surveys by mail were requested to provide a mailing 
address so the honorarium could be sent. 
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Assessment and Measures 
The three variables of interest, knowledge, beliefs, and preferences were 
measured using the Beliefs and Preferences about End-of-Life Care Questionnaire 
(Johnson, Kuchibhatla, & Tulsky, 2008). Three (out of five) subscales of the 
questionnaire were used in this study: Hospice Beliefs and Attitudes, Beliefs About 
Dying and Advance Care Planning, and the Preference for Care Scale. Knowledge of 
hospice care services was measured using the Hospice Beliefs and Attitudes Scale. 
Beliefs about dying were measured using the Beliefs about Dying and Advance Care 
Planning Scale. Preferences for end of life care were measured using Preferences for 
End-of-Life Care Scale. All items were measured on a 5-point Likert-type scale, where 
1=strongly agree, 2=agree, 3=neither agree nor disagree, 4=disagree, and 5=strongly 
disagree. In addition to the 5-point Likert-type scale, the Preference for End-of-Life Scale 
and Hospice Beliefs Scale had questions checkbox responses. 
 Hospice Beliefs and Attitudes scale. The Hospice Beliefs and Attitude scale 
(Johnson et al., 2008; Reese et al., 1999) includes two single questions asking 
participants about their knowledge of hospice; specifically, whether they have heard of it 
and how. In addition, the scale consists of 8 items, which are summed, yielding the 
minimum score of 8 and maximum score of 40.  Question one is reverse coded. A higher 
score indicates a more favorable belief about hospice. The survey was adapted for this 
study to reflect Alaskan culture based on the feedback of researchers in the Anchorage 
area. The original Cronbach’s alpha for this scale was 0.74, with the current Cronbach’s 
alpha of 0.56. 
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 Beliefs about Dying and Advance Care Planning scale. The Beliefs about 
Dying and Advance Care Planning scale (Johnson et al., 2008) explores the beliefs about 
death and comfort with discussing death. An additional question was added per advice 
from area culture advisors. The question is, “If I were dying, I would not want to be told, 
but it’s okay to tell my family.”  The scale consists of 8 items, which are summed, 
yielding the minimum score of 8 and maximum score of 40. Two questions, questions 
five and eight, are reverse coded for this scale. Lower scores indicate more comfort 
talking about death. The original Cronbach’s alpha for this scale was 0.75, with the 
current Cronbach’s alpha of 0.582. 
Preferences for End-of-Life scale. The Preference for EOL Care scale (Johnson 
et al., 2008) explores the beliefs about wanting to live as long as possible with a non-
curable illness. The scale consists of 8 items, which are summed, yielding the minimum 
score of 8 and maximum score of 40. Alaska Native/American Indian advisors rephrasing 
the question, as follows: If you were seriously ill with a disease like cancer that could not 
be cured and you could choose where to die, where would you prefer to die? Questions 
one through four and eight are reverse coded. Higher scores indicate a greater desire to be 
given life-sustaining options. The original Cronbach’s alpha for this scale was 0.71, with 
the current Cronbach’s alpha of 0.62. 
Demographic Characteristics, Use of Advance Directives 
The demographic section consisted of 10 questions inquiring about gender, race, 
age, marital status, education level, health status, use of a living will, zip code, and the 
location where the participants lived most of their lives (rural [road line], remote area [no 




Fifty surveys were returned. One participant was under the age of 18 and was not 
included in data analysis, leaving a final sample size of 49. One person declined 
compensation, and the under-aged participant received compensation. The results of the 
data analysis are presented here. This section includes the description of sample 
characteristics and key variables. The data were collected after a recruitment 
presentation, the aim of which was to explain the study, and four additional sessions were 
scheduled for those who wanted to complete a survey, but were not available the day of 
the presentation. Surveys were mailed to participants who requested them, and survey 
packets were available for participants to share with family and friends. The data were 
entered twice using separate SPSS files, and the results were compared for accuracy. For 
each variable, the number of non-missing values was used. Missing values of frequencies 
were excluded, and the percentages were based on the number of non-missing values. 
Nominal and ordinal data analyses included frequency distributions, percentages, and the 
minimum and maximum modes. Interval data were analyzed with frequency 
distributions, percentages, the minimum and maximum, and the means and standard 
deviations. 
Sample Characteristics 
The total number of participants in this study was 49. The response rate was 79%; 
specifically, out of 62 surveys that were distributed, 50 were returned. One survey was 
not useable due to the participant being under 18 years of age. Table 1 and Figure 1 
illustrate demographic characteristics of the sample. Most participants were women 
(82%), mean age was 50.2 years (SD 20.42), and more than half were divorced (32.7%) 
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or single (30%). Most lived in an urban setting (56.3%), followed by remote areas with 
no road-line (25%), and rural areas with a road-line (18.8%). The most frequent race 
reported was Alaska Eskimo-Inupiaq (22.4%), followed by Alaska Eskimo-Yup´ik 
(20.4%) (see Table 1 for sample race characteristics). When two or more races were 
reported, they were categorized into “more than one race.” Most participants were high 
school graduates or had earned a GED (36.7%), or had some college or were college 
graduates (32.7%). Most did not have a living will (77.6%), although most had heard of a 
living will (83.7%). Health status was reported as very good (38.6%), good (36.5%), fair 
(22.4%), excellent (6.1%), and poor (6.1%). Most participants were high school 
graduates or had earned a GED (36.7%), or had some college or were college graduates 
(32.7%). Most did not have a living will (77.6%), although most had heard of a living 
will (83.7%). Health status was reported as very good (38.6%), good (36.5%), fair 
(22.4%), excellent (6.1%), and poor (6.1%). 
Variables of Interest 
Knowledge: Self-reported knowledge and beliefs about hospice. Knowledge 
about hospice care services was measured using the Hospice Beliefs and Attitudes Scale. 
Table 3 displays the number and percentages of individuals who had some or no 
knowledge of services. While nearly 77% of participants had heard of hospice, 23% had 
not. Sixty-five percent thought they could not afford hospice care. The mean score of the 
scale was 26.75, with a minimum 8 and maximum of 40. Almost 70% agreed that they 
would want hospice care, and 65.2% did not think they could afford hospice care. Thirty-
one percent felt they would not need hospice because family members would care for 
them, almost 32% felt their family would not care for them, and 36.4% were not sure if 
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their family would care for them. Most (49%) felt that hospice was a place to die, 22% 
did not think so, and 29% were unsure. Almost half of the sample could neither agree nor 
disagree that hospice treatment is not as good as the treatment in the hospital, and 9.5% 
agreed that it was not as good as the treatment in the hospital.   
Beliefs: Self-reported beliefs about dying and advance care planning. Almost 
82% were comfortable talking about death, and nearly 90% wanted doctors to tell them 
whether they were dying. Eighty-four percent would tell their family they were dying, 
while 6% would not. A vast majority of participants (95.8%) believed that dying is a 
normal part of life, yet 28.3% said that death should be avoided at all costs. Fifty-four 
percent had thought about the type of care they would want when they will be dying, but 
only one-third had talked with family about this care. Seventy-four percent would want 
medical care if they were dying, 25% could not agree or disagree with the statement, and 
37.5% had not talked with family. In the previous scale about knowledge of hospice, 
36.4% could neither disagree nor agree about whether their family would care for them if 
they were dying. The mean for this scale was 17.11, with a minimum of 8 and maximum 
of 40. The lower the score, the greater comfort an individual had in discussing death. 
Preferences: Self-reported preferences for end of life. Participants were asked 
a series of questions about their thoughts and feelings related to the types of medical 
treatment they would prefer when facing EOL or knowing that they have three to six 
months of life (see Table 5). Most (54.2%) did not want to have life support or a 
breathing machine; furthermore, if their brain stopped working, a higher percentage 
(78.7%) affirmed they would not want to live as long as possible. Nearly 61% preferred 
not to have a feeding tube, and 22% were unsure. If having only 3-6 months to live, 
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almost 62% would not like to live as long as possible if in severe pain. When asked if 
they had a disease that could be cured, 87.8% noted being comfortable would be more 
important than living as long as possible. Not being in pain was reported as more 
important than living (59.2%) as long as possible; however, 20.4% of participants could 
neither agree nor disagree and 20.4% disagreed/strongly disagreed with the statement 
regarding pain. A large percentage (54.2%) of participants preferred to go to the hospital 
or emergency room to obtain care. Twenty-seven percent could neither agree nor disagree 
with that statement while 18.8% preferred to be cared for at home. The mean for this 
scale was 18.54, with a minimum of 8 and maximum of 40, higher scores indicate a 
greater preference for life sustaining options.  
Preferences: Self-reported preference of place of death. Most participants 
(55.1%) reported preferring to die at home, followed by dying at the hospital. Some 
written comments under the option of other included: while camping, fishing, fishing at 
sea, another city to avoid children associating death with their home, vacation, wilderness 
–where grew up (Table 5). No participant chose a nursing home; however, one 
participant did write that in under “other.”  
Discussion 
 The results of this survey represent the voice of the Alaska Native and American 
Indian peoples residing in Alaska. The key findings suggest that most participants have 
undocumented advance directives, nearly one-quarter of the sample had no knowledge of 
hospice services, and many had misconceptions about types of services hospice offers. 
Although a high percentage of participants were comfortable discussing their beliefs 
about dying, a much lower percentage had discussed their feelings about the type of 
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medical care they desire when dying, and they have not shared their beliefs or 
preferences with their family. This study further revealed preferences for life sustaining 
efforts, pain measures, and preferred place of death. These findings are the first to be 
reported and will be discussed separately by research question. 
Research Question One 
 What is the knowledge of hospice/palliative care services among Alaska Native 
and American Indian peoples? While a vast majority of participants had heard of hospice, 
23% had not, and 65% thought they could not afford hospice care. In fact, Medicare, 
Medicaid, and most insurance companies pay for hospice services. Nationally, there is an 
upward trend in the use of the Medicare hospice benefit, with the latest results indicating 
increased use of benefits from18.8% in 2001 to 30.1% in 2007 (NHPCO, 2015). Most 
participants had knowledge of hospice from someone who had used hospice, but only 
10% had heard about hospice from a health care provider. Although it is helpful to hear 
about hospice from people who have experienced it, it would be more beneficial to hear 
about hospice from a knowledgeable health care provider. Health care providers tend to 
wait too long to bring up a discussion about EOL care (Institute of Medicine [IOM], 
2015; Jho et al., 2015; Schockett, Teno, Miller, & Stuart (2005); Taylor, 2004). Research 
tells us that health care providers continue to have difficulty bringing up EOL discussions 
(Nedjat-Haiem & Carrion, 2015). 
 Almost half felt that hospice was a place where people went to die, with nearly 
30% being unsure. The location of hospice, or where hospice care can be provided, is 
another area that needs to be considered. Hospice patients can receive care in many 
places, and most patient care is done at home (35.7%) while roughly 31.8% are treated at 
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inpatient hospice facilities (NHPCO, 2015). Hospice care can also be provided in the 
nursing home, hospitals, or other residential-style facilities.  
 Other results indicated a lack of education about hospice as well. Almost 30% 
could not answer whether hospice care meant they would get no treatment, and nearly 
48% were not sure whether hospice treatment was as good as the treatment they would 
get in the hospital. Participants who could neither agree nor disagree with statements 
could have been unfamiliar with what is being asked. It is entirely possible that 
respondents did not know whether their family would care for them if they were dying 
because that conversation had been absent in their time together or they had not thought 
of advance care planning.  
Research Question Two 
 What are the Alaska Native and American Indian peoples’ beliefs about EOL 
care? Although most participants felt comfortable discussing death, an even higher 
percentage believed that death is a normal part of life. These personal beliefs did not 
transcend into sharing of those beliefs. Whereas participants felt they would tell their 
family if they were dying, fewer had discussed the kind of medical care that they would 
desire if dying and only one third had shared their thoughts about this medical care. 
 Colclough and Brown (2013) found that when American Indian peoples were 
faced with treatment decision-making at EOL, their perception of the physician as the 
authority figure hindered their autonomy. While the physicians thought that their patients 
were making the decisions about treatment based on what the patients wanted, that was 
not the case. Deep et al. (2008) found that residents who communicated bad news at EOL 
without having proper training were themselves dissatisfied with their delivery, and the 
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family lacked the understanding of EOL decisions. When learning of a life threatening 
illness, misperception of facts is quite possible. Patients in shock need time to absorb the 
bad news, and time is not always given. Contributing to this poor communication is the 
lack of education provided in medical and nursing schools, poor collaboration among 
health care disciplines, and little training by physicians to adequately discuss EOL care 
(IOM, 2015; Jacques et al., 2011). If the patient does not initiate the conversation, their 
concerns may not be addressed until very late into the illness. Inadequate advance care 
planning may result in more intensive treatment, more pain, and, hence, poorer quality of 
life when the health care provider seeks no clear direction nor is an advance directive 
documented by the patient (IOM, 2015; Towsley, Hirschman, & Madden, 2015). Even 
when documentation does exist, it may not always be followed; or a health care provider 
may fail to ask if a document exists (Miller, 2015; Towsley, Hirschman, & Madden, 
2015). End of life care conversations are often missed for various reasons. Family 
members need encouragement to have this conversation, and opportunities present 
themselves at visits to the healthcare provider’s office visits, emergency room, and 
hospital, especially when accompanied by family. A conscious effort on the part of health 
care practitioners (HCP) may bring advance directives into a much-needed spotlight. 
 One-third of the participants could not answer the questions about having thought 
about the kind of medical care they would want when they will be dying. They may have 
not thought about the types of treatment, cultural beliefs may have prohibited them from 
thinking about death, or perhaps they may have been unaware of the types of care that 




Research Question Three   
What are Alaska Native and American Indian peoples’ preferences regarding 
EOL care? Knowing what types of medical care a patient wants when faced with an 
incurable illness is paramount to providing quality care. Noteworthy, between 8-27% of 
participants chose “neither agree nor disagree” to respond to these questions. It is 
unknown why they were unable to agree or disagree, and further exploration of this 
response is warranted.  
When confronted with a non-curable disease, for almost all participants (88%), 
being comfortable was more important than living as long as possible. Practitioners need 
to explore each patient’s definition of comfort and being without pain to understand the 
individual expectation. Pain continues to be a concerning factor for minorities, as studies 
have indicated that minorities are medicated with less pain medication (Shavers, Bakos, 
& Sheppard, 2010).  
Most participants wanted to die at home, with the hospital being the second 
choice. It is important to discuss patients’ preferences, assess their understanding of 
illness progression, understand their emotional and spiritual needs when facing non-
curable diseases or EOL approaches. All these factors are essential in striking the balance 
between hope and preparing for death. 
Limitations 
 The results should be interpreted with caution due to the limitations of the study.  
Generalizability is limited in the wake of the convenience sample used. This sample was 
limited to those living in a particular housing campus, those who worked at the housing 
campus, and others residing in a remote village in Alaska. However, the sample did 
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include two sites, widening the applicability of the findings. The participants were self-
selected, increasing the potential for selection bias. The participants were offered 
financial compensation out of respect for their time according to market value, 
considering the Alaska median hourly salary of $21.32 (Fried, 2015). While some 
conflicting literature has indicated that this could be a negative factor in recruitment, it is 
possible that some participants could have provided any answers, truthful or not, to 
receive the compensation. To compensate for this, participants were told that they did not 
need to answer every question, and they could end the study at any time and still receive 
compensation. This was expected to increase the probability that they would respond 
truthfully. 
 Language barriers may have limited this study, as surveys were printed only in 
English, omitting common Native languages that some Alaska Native and American 
Indian peoples prefer. Future studies should consider translating the survey into Native 
languages. Furthermore, I was asked to read questions aloud by some participants who 
preferred to hear the questions posed versus read. The Alaska Native and American 
Indian cultures are based on oral traditions; thus, talking through these questions might 
make it easier in the future to gain a clearer understanding of questions.  
 These findings are also limited due to the low reliability of the instruments in this 
sample. The low Cronbach’s alphas may be due to adjusting some of the questions per 
advice of cultural advisors. Additionally, this is the first time the instruments have been 
completed by a sample comprising only Alaska Native and American Indian peoples. 
Because discussing death in a direct way may be considered as an influence for death to 
occur, Alaska Natives/Alaska Indians may have selected answers that were indirect, such 
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as “neither agree nor disagree,” for some of the items.  
Conclusion 
 This survey was the first to ask Alaska Native and American Indian people to 
specifically share their thoughts and feelings about EOL knowledge, beliefs, and 
preferences. Although this sample was small, the participant responses demonstrated a 
desire to be part of the EOL discussion. This has also been found in Baldridge et al. 
(2011) work, which found that American Indian elders’ willingness to discuss EOL 
concepts has helped contribute to successful EOL programs in the lower 48 States. 
 We found a need to educate Alaska Native and American Indian people about 
types of hospice/palliative care services, reimbursements for these services, and access to 
these services. Health care providers are the premier spokespeople to initiate 
conversations about hospice care; however, most of our participants heard about hospice 
from people who had used it. As Kitzes (2002) suggested, palliative care conversations 
should begin ahead of time with Alaska Native and American Indian peoples, before they 
are actually needed. She suggested using a discreet, indirect approach that would respect 
the culture of these peoples.  
 Participants in this study were comfortable discussing death, and they wanted 
their physician to tell them whether they are dying. However, conversations about desired 
medical care if they were dying were not as frequently reported. A breakdown in 
communication has been noted, with one breakdown between the patient and the family 
and second between the patient and the practitioner. Patients should be supported to have 
conversations with family members about their wishes for end of life care and perhaps 
those conversations should be facilitated by a health care professional prior to a major 
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health event.  
 As an increasing number of nursing and medical schools engage in collaborative 
practices, perhaps more practitioners will become more proficient in initiating these 
conversations. Simulation of end of life conversations are being explored in medicine as a 
means to prepare individuals for real-life experiences (Jacques el al., 2011). Meanwhile, 
this study, from the nursing perspective, begins to build knowledge about these two 
unique populations. The Alaska Native and American Indian peoples comprise the 
smallest population to use hospice services. Education about EOL care options, advance 
directives, and more exploration are needed to determine barriers to access to 
hospice/palliative care in Alaska. While communication may be essential, it is entirely 





Demographic Characteristics for Race 
 
Race          n  % 
Alaska Aleut 6 12.2 
Alaska Eskimo/other-unspecified 2 4.1 
Alaska Eskimo/Inupiaq 11 22.4 
Alaska Eskimo/Yupik 10 20.4 
Alaska Indian/Tlingit 2 4.1 
Alaska Indian/Haida 1 2.0 
Alaska Indian/Athabaskan 5 10.2 
Alaska Indian/Tsimshian 1 2.0 
American Indian/non-Alaska native 3 6.1 




Sample Demographic Characteristics 
 
             n     % 
Gender: Men 9 18.8 
 Women 40 81.6 
 
Age (mean and range): 50.20          (SD) 20.42 
 
Marital status: Divorced 16 32.7 
 Single 15 30.6 
 Married 7 14.3 
 Long-term partner 5 10.2 
 Widowed 5 10.2 
 Separated 1 2.0 
 
Education level: Less than high school 3 6.1 
 High school graduate or GED 18 36.7 
 Some college or technical school 16 32.7 
 College graduate 8 16.3 
 
Has a living will: No 38 77.6 
 Yes 11 22.4 
 
Lived most of life: Rural area (road-line) 9 18.8 
 Remote area (no road-line) 12 25.0 
 Urban area (city) 27 56.3 
 
Health rating Excellent health 3 6.1 
 Very good health 14 28.6 
 Good health 18 36.7 
 Fair health 11 22.4 





Hospice Knowledge Awareness via the Hospice Beliefs and Attitude Scale 
 
  n % 
Have you heard of hospice?  
 Yes  36 76.6 
 No  11 23.4 
 
How did you learn about hospice?  
 I know someone who used hospice services 20 52.6 
 I heard about hospice from someone else 7 18.4 
 I heard about hospice from radio, television, or newspaper 5 13.2 
 I heard about hospice from my health care provider 4 10.5 
 I heard about hospice from my pastor or spiritual advisor 2 5.3 
 
      Mode    Strongly  Agree        Neither Disagree Strongly 
            Agree         Agree nor          Disagree 
           Disagree 
 
1. If I were dying, I would agree 14 16 8 2 3 
want hospice care.  32.6% 37.2% 18.6% 4.7% 7.0% 
n=43 (missing 6) 
 
2. Even if I wanted hospice strongly 14 14 8 5 2 
care, I could not afford agree, 32.6% 32.6% 18.6% 11.6% 4.7% 
hospice. n=43 (missing 6) agree 
 
3. I wouldn’t need hospice neither 7 7 16 8 6 
if I were dying because my agree nor 15.9% 15.9% 36.4% 18.2% 13.6% 
family would take care of me. disagree 
n=44 (missing 5) 
 
4. Hospice is a place where agree 7 13 12 6 3 
people go to die. n=41  17.1% 31.7% 29.3% 14.6% 7.3% 
(missing 8) 
 
5. Hospice care means you  disagree 0 1 11 13 12 
get no treatment. n=37   2.7% 29.7% 35.1% 32.4% 
(missing 12) 
 
6. Hospice treatment is not neither 0 4 20 13 5 
as good as treatment in the agree nor  9.5% 47.6% 31.0% 11.9% 
hospital. n=42 (missing 7) disagree 
 
7. Hospice care means strongly 1 0 12 11 19 
giving up. n=39 (missing 10) disagree 2.6%  28.2% 33.3% 35.9% 
 
8. Hospice care causes people strongly 1 0 12 11 19 
to die before their time. disagree 2.3%  27.9% 25.6% 44.2% 
 





Beliefs About Dying and Advance Care Planning Scale 
 
      Mode    Strongly  Agree        Neither Disagree Strongly 
            Agree         Agree nor          Disagree 
           Disagree 
 
1. I feel comfortable  agree 16 24 4 3 2 
talking about death. n=49  32.7% 49.0% 8.2% 6.1% 4.1% 
 
2. If I were dying, I would strongly  32 12 3 2 0 
want the doctors to tell me. agree 65.3% 24.5% 6.1% 4.1% 
n=49 
 
3. If I were dying, I would strongly 21 20 5 1 2 
tell my family. n=49 agree 42.9% 40.8% 10.2% 2.0% 4.1% 
 
4. Dying is a normal part strongly 30 16 1 1 0 
of life. n=48 (missing 1) agree 62.5% 33.3% 2.1% 2.1% 
 
5. Death should be avoided neither 5 8 16 8 9 
at all costs. n=46 (missing 3) agree nor 10.9% 17.4% 34.8% 17.4% 19.6% 
 disagree 
 
6. I have thought about the neither 11 15 16 4 2 
kind of medical care that I agree nor 22.9% 31.3% 33.3% 8.3% 4.2% 
want when I am dying. disagree 
n=48 (missing 1) 
 
7. I have talked to my family  neither 4 12 1 12 6 
about the kind of medical agree nor 8.3% 25.0% 29.2% 25.0% 12.5% 
care that I want when I am disagree 
dying. n=48 (missing 1) 
 
8. If I were dying, I would strongly 5 4 5 12 22 
not want to be told, but it’s disagree 10.4% 8.3% 10.4% 25.0% 45.8% 
okay to tell my family. 
n=49 (missing 1) 
 
Beliefs measured with Beliefs About Dying and Advance  











Preferences for End-of-Life Care Scale 
 
      Mode    Strongly  Agree        Neither Disagree Strongly 
            Agree         Agree nor          Disagree 
           Disagree 
 
If I were told that I had 3-6 months 
to live, I would want to live as 
long as possible, 
 
1. even if I had to be on life  strongly 5 8 9 12 14 
support or a breathing  disagree 10.4% 16.7% 18.8% 25.0% 29.2% 
machine. n=48 (missing 1) 
 
2. even if my brain had  strongly 1 3 6 9 28 
stopped working. n=47 disagree 2.1% 6.4% 12.8% 19.1% 59.6% 
(missing 2) 
 
3. even if I had to be fed strongly 2 6 10 8 20 
through a tube. n=46 disagree 4.3% 13.9% 21.7% 17.4% 43.5% 
(missing 3) 
 
4. even if I were in severe strongly 4 8 6 11 18 
pain. n=47 (missing 2) disagree 8.5% 17.0% 12.8% 23.4% 38.3% 
 
If I had a disease that could not be cured, 
 
5. being comfortable would strongly 27 16 4 1 1 
be more important to me than agree 55.1% 32.7% 8.2% 2.0% 2.0% 
living as long as possible. n=49 
 
6. being out of pain would be strongly 16 13 10 6 4 
more important to me than agree 32.7% 26.5% 20.4% 12.2% 8.2% 
living as long as possible. n=49 
 
7. being at home would be strongly 21 6 11 8 1 
more important to me than agree 44.7% 12.8% 23.4% 17.0% 2.1% 
being in the hospital. n=47 
(missing 2) 
 
8. and I could be taken care of agree 12 14 13 2 7 
at home, I would still want to    25.0% 29.2% 27.1% 4.2% 14.5% 
go to the hospital or the 
emergency room. N=48  
(missing 1) 
 






Preference for Location of Death 
 
   n    % 
 
Home 27 55.1 
Hospital 17 34.7 
Nursing Home 0 
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PREPARING FOR RESEARCH WITH INDIGENOUS  
PEOPLES: REVIEW OF LITERATURE AND  
A NURSING PERSPECTIVE 
 Chapter III is a manuscript that gives new nurse researchers information that is 
helpful to know how to conduct research with indigenous people, how their knowledge 
system is learned, and a review of literature demonstrating their unique outlook on life. 
This manuscript will be submitted to the Native American and Indigenous Studies 
Association for publication consideration.  
Abstract 
When conducting research with indigenous peoples, the researcher must be 
considerate to the culture, worldviews, and life experiences of the participants. Many 
indigenous populations have suffered ridicule, exploitation, oppression, and unfair 
treatment from the dominant Western society. These aspects are important for a nurse 
researcher to understand as she or he begins to seek knowledge among indigenous 
people. The purpose of this article is to share my experiences as a non-indigenous 
student, discuss the Indigenous Knowledge System, provide a brief review of the 
literature on indigenous worldviews on health and aging, explain the indigenous research 
paradigm and its applicability to research, and share my experiences as non-indigenous 
researcher conducting research with indigenous populations. As I prepared to conduct 
research with Alaska Native and American Indian peoples, I learned about the Indigenous 
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Research Paradigm specific to indigenous populations. For scholarship to advance, it is 
essential to disseminate useful information to other nurses interested in conducting 




As part of my doctoral nursing program, my education has centered on nursing of 
the aged and vulnerable populations. It seemed natural to focus on Alaska Natives when I 
found out I was relocating to Alaska. As I began exploring literature about Alaska 
Natives, I noticed that American Indians are often being classified with Alaska Natives 
into one category due to the U.S. Census category system. I found that while searching 
for Alaska Native research studies, some articles focused only on American Indians while 
the title included the Alaska Native/American Indian category name. When exploring end 
of life (EOL) needs of Alaska Native/American Indian, I discovered a health disparity in 
hospice usage among Alaska Native/American Indian people. I learned that Alaska 
Native/American Indian people were the second smallest minority in the country, 
comprising nearly 15% of the Alaska population (U.S. Census, 2011). 
I discovered that I had some gaps in my knowledge base about Alaska Native 
peoples. Alaska Native and American Indian peoples are indigenous to area now called 
Alaska. Before my relocation, I did not realize that Indians lived in Alaska; I had thought 
American Indian peoples originated in the lower 48 States. Alaska Native peoples are a 
very diverse group, consisting of three ethnic groups (Indian, Eskimo, and Aleut) and 11 
cultures (Athabascan, Unangax and Alutiiq, Yup’ik and Cup’ik, Inipiaq and St. Lawrence 
Island Yup’ik, and Eyak, Tlingit, Haida and Tsimshian) spreads out over five 
geographical locations (far north, interior, southwest, southcentral, and southeast). They 
speak 28 languages and comprise 229 federally recognized Tribes (National Congress of 
American Indians, 2016). With so much diversity, there are bound to be differences and 
similarities among the cultures that nurses will find helpful in planning care. Alaska 
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Native and American Indian peoples are also the least likely ethnic group to utilize 
hospice (National Hospice Palliative Organization [NHPCO] NHPCO, 2015). This 
information inspired me to focus on EOL needs of Alaska Native and American Indian 
peoples living in Alaska. 
To expand my personal knowledge base, I attended two classes at the University 
of Alaska Fairbanks. One class focused on documenting indigenous knowledge. This 
classroom experience influenced my worldview of indigenous people. Class sessions 
included audio and video discussions with Mãori classmates residing in, and being 
indigenous to, New Zealand. The course objectives included learning about the roles of 
elders, transforming oral knowledge into literate forms, and appreciating indigenous 
values, beliefs, and life experiences. I learned to look at the world using a different lens— 
an indigenous lens. I learned about various concepts that were never discussed in my 
initial schooling.  
Upon the completion of this class, I thought it would be beneficial to share with 
other nurses what I learned, as I had not found articles in the nursing literature on how to 
conduct research with Alaska Native and American Indian peoples. The purpose of this 
article is to share my experiences as a non-indigenous student and researcher conducting 
research with indigenous peoples, discuss the Indigenous Knowledge System (IKS), 
provide a brief literature review of indigenous worldviews on health and aging, and 
explain the Indigenous research paradigm and its applicability to research. It is important 
for me, as a nurse researcher, to understand cultures, cultural viewpoints, and the 




My Experiences and Lessons Learned 
Relationality 
 In writing this manuscript, I am striving to develop a relationship with you, the 
reader, as this is the premise of the development of indigenous knowledge. I will begin 
this section by introducing the terms that will be discussed in this manuscript. The term 
indigenous peoples refers to people who are known to be the earliest known people to 
inhabit an area.   
 Indigenous knowledge systems are the means through which indigenous peoples 
traditionally develop their knowledge based on their personal experiences in the world 
(Barnhardt & Kawagley, 2005). Knowledge can be gained in many ways, such as 
observing, talking, or being, doing, and relating to all things with which we come into 
contact (Wilson, 2008). The traditional education process includes watching the nature, 
adapting to environmental changes to survive, watching and demonstrating, and listening 
to stories while relating them to our surrounding environment (Cajete, 2000; Kawagley, 
1995). As Indigenous knowledge framework differs from Western knowledge 
framework, it is quite possible that Indigenous peoples’ perceptions of health and aging 
could be different as well. 
  Venes (2001) reported that the World Health Organization defined health “as the 
state of complete physical, mental, or social well-being, not merely the absence of disease 
or infirmity” (p. 936). Aging is commonly defined as growing older, and it is often 
associated with physiological changes of the body systems, which start taking place 
usually in the 30s. Venes (2001) claimed that for successful aging, “emotional, 
intellectual, physical and social or spiritual interests are optimally maintained or 
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developed” (p. 56). When categorizing aged adults using Western definitions, one might 
say that an older person is an elder. However, in the Indigenous world, Elders, with a 
capital “E”, does not refer to a chronological age; instead, it is a deserving status given by 
a community to an adult who is a positive role model, shares wisdom, and is respected 
(Lewis, 2010).   
 In an effort to help the non-indigenous nurse researcher learn about the IKS 
worldview, I provide a brief literature review to discuss research findings related to 
Indigenous people, Elders, and their views on health and aging in addition to my personal 
learning experiences. When the data specific to Alaska Natives or America Indian 
peoples was not available, I sought other indigenous studies to attempt to understand 
indigenous worldviews.  
Lessons Learned 
Communication. One of the first lessons I encountered relates to communication. 
I learned about indigenous people and the importance of sharing a personal history to 
reflect one’s path in life. Among indigenous people, it is a common practice to introduce 
yourself by describing your relationship to a geographic location, tribal ancestry, and 
family. This form of introduction gives context to the community, geography, political 
views, and heritage (Smith, 1999; Wilson, 2008). 
I learned about importance of introductions early in my class, when I was asked to 
provide a written introduction about myself that was to be posted on the classroom 
website as an initial course assignment. As I began to read other student introductions, I 
found my introduction to be very different from those of my new indigenous classmates 
as well as from my professor, who I thought would be academically focused, like me.  
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My initial description was a typical academic introduction that included where I went to 
school, degrees I had earned, work experiences, and so forth. I then noticed that the 
indigenous students and the professor gave a brief, yet concise detailed history of their 
parents, heritage, and cultural group, followed by a brief academic introduction. As I read 
these posts, I was embarrassed that my customary way of introducing myself needed 
some revision to be similar to other students and my instructor. I had never been in a 
class where introductions were more personal and included also family ties. In hindsight, 
introductions were more about creating relationships with others, allowing others to see 
where you had been, what background you come from, and who you grew to be. I 
appreciated these examples; for the first time, I was able to take a “professional” as well 
as a personal perspective. This was a new setting for me. In my first oral presentation to 
the class, I asked whether it was all right to re-introduce myself in a way that was 
congruent with the indigenous style. I included what I call my heritage path. This 
contained details about my parents, location of births, specifics of my career path, the 
development of my passion for the aging population and end-of-life care, and factors that 
led me to take a class on IKS. My reintroduction was appreciated and well received from 
my classmates and professor. I have to confess that I had to call my mother to find out 
much of the information that I shared. I am thankful for such a simple assignment from 
this class, not only my classmates learned more about me from my heritage path, but I did 
as well. As I moved forward after this class and into the research arena with Alaska 
Native and American Indian peoples, I was sure to introduce myself more in this fashion. 
One of the critiques (from an Alaska Native) concerned my draft of a consent letter in 
which I did not introduce myself or the reasons for my interest in end-of-life research 
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with Alaska Native and American Indian peoples. Subsequently, I included that personal 
statement about myself in the updated version, making it more culturally appropriate. I 
initially felt as if I was exposing myself more than I normally would; however, it was 
important for me to develop a relationship with my potential participants, as evident in 
the next lesson about how indigenous learning and thinking was different from my 
learned ways. 
Indigenous knowledge systems. The next lesson I learned was about how 
indigenous knowledge differed from my ways of learning and thinking about the world. 
Indigenous knowledge systems describe traditional ways of knowing among tribal 
groups, and this knowledge differs from Eurocentric knowledge systems in that it carries 
the traditions, values, and culture of a specific tribal community (Barnhardt & Kawagley, 
2005). Central to IKS is the concept of relationality. Relationality defines an individual’s 
interaction with others, the environment or land, the cosmos, and ideas about knowledge 
acquisition (Wilson, 2008). I learned that this knowledge was handed down from 
generation to generation through story telling or oral tradition. Story telling is a gift 
shared by Elders with younger generations to disseminate knowledge. The meaning 
behind stories has many layers; stories can be entertaining, teach lessons, share 
knowledge, and reveal indirectly how someone feels about a topic of discussion. In my 
experience with patients, I have listened to stories from Alaska Natives to realize after I 
left their room, they were not telling me a story about their neighbor, it was about 
themselves and the way they felt about the topic in which I was interested. Yet, another 




Indigenous Knowledge System Worldviews 
Review of Literature 
What is the worldview of others? For years, we go through school, learning what 
is told to us, accepting information at face value, and moving forward through life. We 
typically learn about the world from one viewpoint of the dominant society. As I 
encountered the indigenous viewpoint – it was an epiphany to me, an “ah ha” moment 
that taught me a new way to look at life. I had never thought outside the box about 
worldviews, as ridiculous as that sounds now, but I took things that I had been taught to 
take for face value. I lived in a very protected world, looking through rose-colored 
glasses. I never thought about the views of indigenous people (I had not even heard the 
word indigenous growing up) and the ways in which they perceived and related to their 
history. I did not know them, I could not ask them when I was growing up, but I began to 
learn about their history in class, trying to adopt their viewpoint.  
Suddenly, “them” became “Other” to me. As I reflected on my philosophy class, I 
had read Simone de Beauvoir and explored the term “Other” in history. When a dominant 
society is considered the norm, where and how do “Others” fit? Indigenous peoples have 
been “Other” since the imperialism conquests. Besides being considered “Other” as a 
woman, I also saw myself as “Other” in this indigenous world. I was not in-tune with this 
knowledge system, I had never heard of IKS or the ways in which indigenous peoples 
acquired knowledge. During my research collection period, an Alaska Native woman told 
me that I had three things going against me. She told me I might have problems getting 
people to participate because (a) I was a woman, (b) I was tall, and (c) I had blonde hair. I 
realized yet again that I was “Other” in my research world.  
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To help other researchers who want to study with indigenous peoples, I offer this 
review of literature to discuss a reality that was new to me. For this initial literature 
search in, I used CINAHL, PubMed, OVID, and EbscoHost search engines. Key words 
included Alaska Native, Native American, American Indian, Indigenous people, health, 
successful aging, and wellness. I felt that a nurse researcher should have an in depth 
understanding of these topics when working with and studying indigenous people. 
Extrapolation of results focused on Alaska Natives, as this was my initial research 
population focus.  While searching literature, some studies included the word “Alaska 
Native” in the title, yet these studies pertained little to Alaska Natives. I found this to be 
related to the fact that the U.S. Census Bureau (2011) combines both American Indian 
and Alaska Native into one category; therefore, authors sometimes include both Alaska 
Native/American Indian in the title articles. When literature specific to Alaska Native or 
American Indian peoples was not available, I sought studies with other Indigenous 
groups to attempt to understand Indigenous worldviews, as there are commonalities 
between them, such as how knowledge is gained. Additionally, not all cultures of Alaska 
Native or American Indian peoples are represented in this review of literature due to lack 
of studies on specific subcultures. This literature review discusses research findings 
related to Alaska Native and American Indian peoples, Elders, Indigenous peoples, and 
their views on health and aging.  
Native Nurses Caring for Natives       
 During my literature search, I found an article about native nurses caring for 
native peoples. I did not realize there was a conceptual framework of nursing in the 
Native American culture. I was excited to learn that this research was done, as it is 
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important for nurses to be aware of all patients’ worldviews to provide care that is 
aligned with the patients’ core values and beliefs about health. In a longitudinal study 
conducted by Lowe and Struthers (2001), Native American, Alaska Native nurses, non-
indigenous nurses who cared for Native Americans, and student nurses participated in 
focus groups focusing on their experiences as a nurse practicing in the Native American 
culture. These nurses were found to incorporate indigenous worldviews and Western 
biomedical perspectives into their practice. From their study (conducted over 2 years) of 
395 participants in 18 focus groups, Lowe and Struthers developed a conceptual 
framework of nursing in Native American culture (including Native American, Alaska 
Native, and American Indian peoples). Dimensions of the framework included 
spirituality, caring, traditions, respect, connection, holism, and trust. This framework has 
characteristics of health, relationships, holism, and knowledge based on the medicine 
wheel, which represents indigenous “oneness” (Lowe & Struthers, 2001). It depicts the 
various ways in which Native nurses care for Native patients and provides an excellent 
learning opportunity for any nurse caring for an indigenous person.  
Health  
No universal definition of health that would represent a worldview has been 
established. Uys and Smit (1994) mentioned that a worldview is made of a 
comprehensive structure of beliefs. Many times, these beliefs go “unsaid.” According to 
Edwards (1997), people cannot be without a worldview, which is guided by values, 
beliefs, and people’s understanding of reality. Indigenous peoples have common beliefs 
about health and healing; yet, their cultural practices and methods have developed 
according to the environment in which they live and resources available to them in that 
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environment (Struthers, Eschitie, & Patchell, 2004). Some languages, such as the Cree, 
have no translation equivalent for health (Adelson, 2000). The understanding of many 
First Nations’ peoples regarding the concept of health has been influenced by 
colonization, traditional knowledge, and western medical science (Atleo, 1997).   
Among the Alaska Native and American Indian peoples, the Traditional Indian 
Medicine (TIM) model supports the concept of health through the holistic inclusion of 
mind, body, and spirit, and it teaches healing (Hollow, 1999). In this model, tribal beliefs 
influence styles of healing techniques (through healers) when an imbalance (spiritual, 
emotional, mental, or physical health) is present. Cultural practices and methods are 
present based on the environment of each Nation and available resources of the region in 
which individuals live (Struthers, Eschiti, & Patchell, 2004). Outside influences may also 
affect the development of these practices. For example, colonization and western 
biomedical perspectives in addition to traditional tribal knowledge have influenced the 
understanding of many people of First Nations’ (Aboriginal people of Canada) 
concerning health (Hopkins, Kwachka, Lardon, & Mohatt, 2007).  
Alaska Eskimo—Yup´ik/Cup´ik 
Hopkins, Kwachka, Larson, and Mohatt (2007) studied Alaska Eskimo 
Yup'ik/Cup'ik women’s perspective on health and aging. This study offered a cultural 
perspective of one of the Alaska Native cultural groups regarding health and aging within 
an Eskimo community. Fifteen Yup'ik/Cup'ik Women from two rural communities 
participated in an exploratory, descriptive, qualitative study. Hopkins asked participants 
to identify the environmental, social, and cultural factors that contributed to healthy 
aging. Participants reported that having a strong, active body and mind were instrumental 
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to healthy aging.   
Furthermore, their activities associated with the subsistence way of life added to 
their healthy aging. Activities identified with the subsistence way of life included 
“keeping busy, walking, eating subsistence foods and respect for elders” (Hopkins et al., 
p. 42). Subsistence-style activities that kept the woman busy included picking berries, 
preparing fish, collecting plants, sewing, or crafts. Walking was considered a significant 
component of this way of life. Walking to gather food, for example, was recognized to 
keep the body and mind active and provide energy. In addition to activities involving 
subsistence, the women used the school gyms to play sports. As they got older, their 
activities focused more on traditional style of activities, such as skin sewing or basketry, 
compared to the gym activity. Ingestion of subsistence food was viewed as vital, as it 
made the body healthy and strong. Elders of the past were very strong and healthy, which 
this was attributed to the consumption of subsistence foods. Subsistence foods are 
natural, organic foods found in the environment in which one resides. In contrast, foods 
from the markets should be avoided because of their high sugar and fat content. Respect 
for one’s body was found to be a part of a healthy life. Elders have the knowledge and 
experiences related to the subsistent way of life, and it is crucial for younger generations 
to listen to their stories about life and their wisdom regarding a good life. Sharing stories 
is considered an example of respect and is viewed as contributing to the elder’s well-
being. The stories they share, and the knowledge they transmit about subsistent ways of 
life are important to maintain the community’s well-being. One Elder shared that when 
she dies, no one will be able to answer questions about the past that she experienced. This 
oral tradition remains prevalent among Alaska Natives, and it is being revitalized. 
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 Although Yup'ik/Cup'ik women viewed their healthy aging as part of their 
subsistent way of living, they noted an increase in consumption of prepared foods from 
grocery stores, which may jeopardize their view of healthy aging. Concerns have arisen 
due to the higher rates of heart disease and diabetes in this population. Furthermore, 
physical activity is declining, as 4-wheelers and snow machines represent a newer form 
of transportation, thus decreasing the level of physical activity among the Yup'ik/Cup'ik 
people. These women link eating processed foods and having less physically active 
lifestyles to higher rates of chronic illnesses. 
Navajo 
The concept of wellness and belief system among the Navajo is called Hózhó 
(Kahn-John & Koithan, 2015). Kahn-John (2010) examined this very complex concept 
using Walker and Avant’s concept analysis method. She presented her emic (insider 
view) perspective and interpretation of the Diné (Navajo) wellness philosophy with the 
premise that American Indian Alaska Native (AIAN) peoples encounter struggles in 
achieving physical, mental, spiritual, environment, and community wellness. In the literal 
sense, Hózhó means “path to harmony and old age” (Kahn-John, 2010). Hózhó represents 
harmony, peace, wellness, and beauty and addresses the person holistically through the 
body, mind, spirit, environment, and community (Kahn-John, 2010). Hózhó represents a 
way of living, a way of being that American Indian and Alaska Native peoples, 
indigenous cultures throughout the world, and nonindigenous people follow (Kahn-John, 
2010; Kahn-John & Koithan, 2015). 
Kahn-John suggested that the degree to which one conforms to the attributes 
determines the level of wellness achieved or the level of Hózhó reached. This philosophy 
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aids in achieving wellness status, and Kahn-John’s concept analysis may assist in the 
future application of health promotion to the Navajo. Kahn-John (2014) further refined 
the Diné model by adding aspects of the resilience model. Three domains of this model 
are harmony, respect, and spirituality. If one is ill, there is disharmony associated with a 
person’s Hózhó (Gary, Baker, & Grandbois, 2005). It is believed that increasing the rates 
of various diseases validates the dangerous effects of Hózhó being out of alignment 
(Huttlinger & Tanner, 1994).  
 The Alaska Native and American Indian peoples’ worldview stresses order, 
balance, and harmony. Everything has a meaning in life and nothing is random (O’Brien, 
Anslow, Percira, & Sullivan, 2002). In nursing practice, it is important to explore and 
understand each patient’s reality. The Hózhó philosophy serves as a framework that 
health care professionals can use and from which they can learn while culturally 
exploring specific knowledge, customs, wisdom, and worldviews of Alaska Native or 
American Indian peoples in practice. In consideration of achieving wellness, nurses 
caring for the Navajo and other indigenous peoples need to be aware of aspects that lead 
to Hózhó. Patients’ thinking, spirituality, relationships, reciprocity, respect, and discipline 
are important issues to explore (Kahn-John, 2010). The outcome of Hózhó can be 
everlasting wellness and a decrease in suffering.  
Sto:lo 
 Labun and Emblen (2007) used grounded theory to explore the concept of health 
among the Sto:lo people who reside in the lower mainland of British Columbia to provide 
culturally competent care. Eighteen participants older than 20 years of age participated in 
this study along with two community leaders. Three themes emerged from these 
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interviews: health, spirituality, and transitions. To achieve health, the three components 
must be balanced. An elder explained that everything inside a person must be in balance 
to be healthy, such as the environment, nature, and people. There may be times that 
balance is challenged by things that “cannot be helped” (Labun & Emblem, 2010, p. 
211), such as hereditary issues or being in the wrong place at the wrong time. Labun and 
Emblen (2007) explained that a person must learn how to deal with these challenges and 
make the best of them to create balance. When they are unable to deal with challenges, a 
family will come to their aid. Second, spirituality is an “ongoing thing” (p. 210) that lives 
on after the human body dies. A culture advisor with the study explained that if a person 
takes care of his/her spirit-power, his/her spirit-power would take care of them. Taking 
“care” means to live in a fashion that connects your human body to your spirit, the 
Creator, and to Mother Earth. Third, transitions during “those times of change” affect not 
only a person, but also the community as well. Emotions are an essential element of 
transitions; it is important to work through emotions. Ceremonies are sometimes used at 
some transitions (for example, birth, puberty, death) to help individuals adjust to the 
transition. 
The teachings of Elders of the Sto:lo people have played a significant part in 
knowing how to be healthy. Colonization, residential schools, and assimilation have 
caused some practices to fall to the wayside. However, the oral tradition of teaching by 
Elders is making resurgence. The Sto:lo people have a way of living healthy that reflects 





Review of Literature on Aging 
Athabaskan           
 The first piece of literature on aging I will discuss is the book Two Old Women by 
Velma Wallis (1993). This book describes a legend passed down to Wallis from her 
mother. The legend began before Western culture descended into the land, which we now 
recognize as the United States (possibly Canada as well, as the Gwich'in territory 
extended beyond the political boundaries of what is now known as Alaska). This story 
was handed down generation to generation in a story-telling fashion from mother to 
daughter. The oral tradition of storytelling is viewed as a gift whereby Elders share their 
wisdom and knowledge (Wallis, 1993).  
 The story is about two old Athabaskan women who are traveling with their tribe 
to areas of food sources for survival purposes in the winter months. The story revolves 
around a particular winter that is very harsh, and the tribe faces starvation. The tribal 
Chief makes a heart-wrenching decision to leave the two aging women behind, as they 
are creating hardship for the tribe’s ability to move forward to survive. One of the 
woman’s daughter and grandson move forward with the tribe and leave her behind. The 
women analyze their predicament and decide to survive or die trying. They revert to a 
former knowledge of hunting and survival skills to ultimately acquire food and shelter 
and survive the winter. If that is not amazing in itself, the tribe returned near death after 
finding little food sources, only to be saved by these two old women. The women were 
betrayed, yet they found forgiveness and inner strength to prove that they had value and 
deserved to live like the others. 
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 This story teaches many lessons. The reader learned about inner strength and 
perseverance when found to be “useless” or of no value to society. The aging women had 
a purpose, and they were found to have been an asset to their tribe by the end of the story.  
The women reflected and realized that they too were not “pulling their weight” and that 
they could have tried harder to be of value; however, no one deserves to be left behind as 
they were. This example of literature is highly regarded by Alaska Natives, as the nature 
of the oral tradition of transmission allows Elders to teach and share meaningful wisdom 
with younger generations.  
Alaska Eskimo-Inupiaq 
Smith, Easton, and Saylor (2009) studied aging among 100 Inupiaq (farthest 
North Aboriginal people) adults from a health and nutrition viewpoint. They examined 
whether rural or urban settings would affect self-reported physical/mental health, 
activities of daily living, body mass index, nutrient intake, and food insecurity. This 
quantitative comparative study found that villages provided a positive environment for 
health and aging of older Alaska Natives.   
This study suggested that rural elders are more satisfied with their life-style than 
are their urban counterparts (Smith, Easton, & Saylor, 2009). Rural elders were 
physically active and participated in community events. They reported fewer problems 
with activities of daily living (ADL) and independent activities of daily living (IADL), 
and they had higher levels of physical function. This study used self-reported surveys to 
collect the data, and as village members reviewed the results, they suggested that under-
reporting might have been a factor in declining physical ability of elders in the rural area. 
As elders increase in age, the community provides more support in the form of food. The 
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rural community environment was reported to support aging and nutritional needs of 
elders, and elders reported a preference to remain on their traditional land vs. urban-style 
communities. Nurses need to assist both rural and urban elders in finding ways to remain 
active, and have acceptable levels of function.  
Alaska Aleut, Alaska Indian-Athabascan, Alaska Eskimo-Inupiaq,  
Alaska Indian-Tlingit, Alaska Sugpiaq, Alaska Eskimo-Yup’ik 
Lewis (2010) used interview and survey techniques to explore the concept of 
successful aging among Alaska Native elders and non-elders. Alaska Native participants 
represented six Alaska Native tribal groups as well as both urban and rural communities.  
The ages of the participants ranged from 26-64 years. The interview questions explored 
their definition of successful aging, the effect of aging on their emotional, spiritual, and 
cognitive well-being, and their community support through their aging process. Both 
young and old cited that successful aging is based on whether they make a conscious 
effort to live a “clean and healthy” life and take on personal responsibility to do so. The 
major findings of the study indicated the following.  
1.  Alaska Native’s perceptions of aging focus on the status and role of the Elder, 
their treatment by the community, and expectations of the community that the 
Elder will share their knowledge and wisdom.  
2.  Generational differences showed that younger participants focused on 
physical/mental health and technological advances whereas older participants 
were more focused on traditional way of living.  
3.   Geographic location influenced successful aging, in both rural and urban 
settings. The movement away from subsistent lifestyle effects the Elder roles.  
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Important themes emerged regarding the holistic view of aging that Alaska 
Natives reported. First, Elder is not defined by a chronologic age; instead, it is based on 
wisdom and experiences. As a person ages, he/she may be elderly; however, to be an 
Elder, one must exhibit sharing their knowledge and experiences and be a role model. It 
is possible that a young adult is considered an Elder. His/her status is earned and decided 
by the community. Second, living in a rural versus urban location plays a role in aging. 
People living in rural communities are more physically active as they are more likely to 
adopt the traditional way of living. They view their body as having the potential to 
become weak and lazy in the urban settings, as subsistence-living characteristics were 
lost. Third, the theme of where one learns about aging successfully emerged. Most 
participants said they observed their family and relatives and learned from them. It was 
noted that younger participants cited the Internet and medical practitioners as sources of 
information about healthy lifestyles. The fourth theme was lifestyle itself. Younger 
participants felt they might not age successfully because of their employment and 
physical activity status. Desk-style jobs led them away from the subsistence lifestyle and 
the activities associated with it. Younger participants acknowledged that the older 
generation was active, as they had less electronic devices and they relied more on 
physical activity for survival. Older participants barely mentioned healthcare or access to 
medical services when discussing successful aging. More pronounced was their ability to 
share their knowledge about important aspects of aging with the younger generation. The 
final theme of poor aging shared by both young and old were inactivity, inability to 
handle alcohol, and giving up when one’s health was challenged.  
78 
 
Lewis (2010) found that attributes of successful aging included taking personal 
responsibility, sharing one’s wisdom and knowledge through community involvement, 
and being active in one’s community. Lewis’ study is limited due to small number of 
participants and may not be generalizable; however, it offers much insight into the Alaska 
Native views and provides a foundation for future research. Many findings from Lewis 
can inform nurses about how to care for both younger and older adults. The lifestyle of 
the Alaska Native adult population seems to be transitioning from rural to urban settings, 
yet tradition and culture are paramount to honor. Lewis also cautioned that defining 
successful aging is very subjective, yet it is important to consider these various 
perceptions of successful aging aspects between urban and rural, young and old, as issues 
of aging arise.  
Summary of Literature 
Literature reveals that the concepts of health and aging can be unique among 
elders of indigenous populations. Worldviews about health and aging were influenced by 
geographical location, natural resources available, culture, tradition, and experiences of 
the people. An individual’s beliefs and practices center on their worldviews. 
Some indigenous languages do not have a word that is equivalent to the dominant 
view of health. The Diné, referring to indigenous and nonindigenous people of Alaska, 
strive to achieve Hózhó, which encompasses beauty, balance, peace, physical, mental, 
spiritual, and environmental health. The Diné believe in striving for balance and harmony 
with everything they encounter. This holistic viewpoint includes being in harmony with 
one’s community. The Yup'ik/Cup'ik Eskimo women follow a subsistence framework of 
living to achieve health and successful aging. Keeping busy was instrumental to 
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achieving physical and mental health. The Sto:lo people found that spirituality and 
balance were a part of achieving health, and balance was sought when encountering 
people, nature, and the environment. Health can have different meaning for different 
groups and varying ages. For indigenous populations, health goes far beyond the 
biomedical model of physical health and incorporates a holistic view of the relationship 
with the ecosystem. The elder population has similar perceptions of health and it adapts 
to aging in similar ways. 
Velma Wallis wrote about aging in her book Two Old Women. The legend talks 
about the ability to find inner strength, face betrayal, and practice forgiveness as an elder. 
It is not only a lesson about finding strength from within when challenged, but also to 
recognize that all people have value, regardless of age. One study by Smith (2009) 
included Western measures of aging and health by measuring BMI, ADLs, and IADLs 
along with mental/physical characteristics. This study also differentiated between rural and 
urban elders and found that rural elders were more satisfied with their lifestyle. Lewis 
(2010) found that successful aging among Alaska Natives was associated with taking 
responsibility for their actions and making a conscious effort to live a clean and healthy 
life, which applies to American Indian cultures as well. Community support was found to 
be the key to elders feeling valued. It is important for Elder to gain high position in the 
community, as is the sharing of knowledge and wisdom with others. More research is 
needed to explore Alaska Native and American Indian peoples’ definition of usefulness 





Indigenous Research Paradigm 
The concepts of health and aging have been discussed in this literature review. A 
limited number of studies investigated aging and health among Alaska Native and 
American Indian peoples. For both indigenous and non-indigenous nurses to fully 
understand and appropriately diagnose the complex health and aging needs of this 
population, more research is needed to fill this gap. As nurses begin to close this gap with 
Alaska Native and American Indian peoples, I recommend using the Indigenous Research 
Paradigm (IRP). The IRP framework provides an understanding of the distinctive 
indigenous cultures while allowing for examinations of its differences.  
Elements of the IRP include ontology, epistemology, methodology, and axiology. 
Wilson (2008) explained that these elements as interrelated and that the sum of all the 
elements is greater than its parts (Figure 2). The foundation of the IRP is that knowledge 
is relational (Wilson, 2008).  Relationships are established among people, animals, 
cosmos, nature, and the environment. “We could not be without being in relationship 
with everything that surrounds us and is within us. Our reality, our ontology is the 
relationships” (Wilson, 2008, p. 76). Wilson explained that the indigenous philosophy 
has many realities and reality is the connection that a person has with the truth while 
Western ontology is looking for truth somewhere “out there or external” (Wilson, 2008). 
According to Wilson (2008), indigenous epistemology is based on the relationships, 
making both the ontology and epistemology about relationships. The axiology and 
methodology have a foundation in the concept of relational accountability (Wilson, 
2008). Contrary to some Western beliefs of objectivity within the process of research, the 
researcher in the IRP is inseparable from the subject of the study (Wilson, 2000). This 
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relationship demonstrates the investigator’s accountability for relations in addition to the 
actual research process itself.  
The methodology used in the IRP follows the axiology or ethics/moral principles, 
which are rooted in respect, reciprocity, and responsibility. I suggest an exploratory 
research design when conducting research with an indigenous population. Exploratory 
models have two goals: (a) describe problem, and (b) explore concept in depth (Brink & 
Wood, 1998). For example, it is appropriate to use this design when examining the 
effects of urbanization on Alaska Native or American Indian elders who no longer follow 
the traditional subsistent ways of living or no longer have access or physical abilities to 
pursue activities of subsistence ways of life.  
The IRP methodology requires the researcher to consider how he/she conducts 
him/herself during the research process. His/her behavior must respect the participants, 
environment, and community at every level. The researcher must allow the indigenous 
participants to decide what areas need to be studied (Wilson, 2008). According to the IRP 
framework, building relationships during every step of research is more important than 
the research process or the results of the investigation. The indigenous reality or ontology 
is relationships (Wilson, 2008). Three R’s—relationships, respect, and reciprocity—are 
essential elements of the IRP. The researcher will establish relationships, use respectful 
behavior, and will reciprocate by giving back to the community. Through strict adherence 
to the IRP, the researcher demonstrates responsibility throughout the research process by 
being respectful to the indigenous ontology and epistemology. Allowing the community 
to have some degree of self-determination regarding negotiating the research agenda is an 




 When reviewing perspectives on health and aging, diverse worldviews are present 
within Indigenous systems. A commonality of the Alaska Native and American Indian 
peoples are the holistic view of knowledge, including mind, body, spirit, cosmos, and the 
environment. The various views indicate that culture and environment shape how one 
envisions or believes what health or what aging is. Indigenous views about Elders reflect 
wisdom and knowledge, rather than chronologic age. Successful aging is earned, and the 
community supports the attained Elder’s status.  
 Health has no one universal definition; rather, each culture has its own set of 
beliefs, practices, and ways to understand their reality. Some nurses strive to provide 
holistic care to their patients; however, not all nursing curricula provide preparation to do 
so. It is important that nurses understand various cultures and the ways in which a person 
acquires knowledge without limiting their perceptions to Western points of view.  
 When conducting research with Indigenous populations, it is important to 
understand the ontology, epistemology, methodologies, and axiology to understand their 
worldviews on aging and health. Indigenous philosophy recognizes many realities. The 
epistemology not only refers to what is known; rather, it refers to the relationships that 
one shares with reality. Respect, reciprocity, and responsibility are fundamental elements 
of research conducted among indigenous people. According to the IRP, the research 







Knowledge gained from this literature review enlightened me about Indigenous 
peoples’ views of the world, health, and aging. The cognate classes I took were 
informational, teaching about indigenous knowledge and education, allowing me to 
experience what it is like to be the Other in the classroom setting and in the indigenous 
research world. The experience broadened my viewpoint that enabled me to experience a 
richer research experience. 
When conducting research with Indigenous peoples, I recommend following the 
guidelines set forth by the Alaska Federation of Natives Guidelines for Research (Alaska 
Native Knowledge Network, 1993). While following the guidelines, I was respectful by 
informing potential participants about the purpose of my research study, goals, and period 
of the survey, the data gathering procedures, and potential effects of the study. I obtained 
IRB approval, received support of Native leaders at the research site, protected 
individuals through anonymity, acknowledged their contributions, and reported 
significant findings. Throughout the research experience, I demonstrated relationality, 
respect, and I will provide paper copies of my publications.    
As I began my contact with potential participants, I carefully designed my 
introductions; I brought (culturally preferred refreshments) homemade smoked salmon 
dip, crackers, veggies, snacks, and water for my presentation to offer a casual 
environment. I made sure I allowed adequate fellowship time to establish new 
relationships with the potential participants before the start of my research explanation. I 
was also aware that even though I had a start time for my presentation, it was quite 
possible that linear time (customary Western-style sequence of events during a meeting) 
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would not be observed. In fact, I had one person arrive “on time” and others came in 
during the first hour. I used that hour to meet and greet, introduce myself, and when the 
room was full, I began my presentation. People arrived during the presentation and I 
welcomed them and repeated information as needed. As I returned to the site for more 
sessions, people recognized me and spoke to me about many of their health concerns. I 
brought refreshments each session that I returned.  
As I returned to the site to report the findings and conclusions of our research, I 
remained focused on respect and reciprocity. The participants in my research study were 
forthcoming and shared so much with me. I wanted them to have a positive research 
experience and know that I appreciated their participation. In the evening, I shared the 
highlights of the findings of our research, I also offered an advance directive information 
session using the 5 Wishes (Aging with Dignity, 2016) education materials, CD, and 
Advance directive forms. The topic of advance directives had come up several times 
during my research. I coordinated with area hospice social workers to be present several 
times that month to assist those who wanted to complete an advance directive. I have now 
officially begun my research journey with Alaska Native and American Indian peoples 
regarding EOL care. I attribute my successes to the coursework on Indigenous people 
knowledge system and ways of learning. I believe the participants had an effect on my 
life and I on theirs. I am now seen as a nurse researcher who will come back and assist 
them with health concerns. 
Clinical Implications 
 The knowledge that I gained from this study will be helpful in every clinical 
situation with Indigenous peoples. The assessments will be more comprehensive knowing 
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the realm of indigenous worldview. Nursing is already holistic and culturally adept. 
However, this insight can be helpful in conducting interviews, communicating, and 
caring for indigenous peoples. Culture and traditions are integral parts of people; thus, 
honoring and integrating these elements into practice would show respect to our 
indigenous patients. Culture is also very individual and differs from one person to the 
next; therefore, it is important to understand patient’s specific needs through politely 
exploring and asking questions.  
 It is crucial to listen to what your patient is saying. Remember that indirect 
communication may be the form of communication utilized by your patient to answer 
your questions. It may also be the means of communication among family members. 
Silence is also a part of communication. We all learned about silence as a therapeutic 
tool, albeit it can be uncomfortable, it is essential when speaking with many indigenous 
peoples. As I learned from the Navajo, periods of silence may represent a gathering of the 
right words, keeping balance and harmony, not wanting to offend anyone with words that 
are said (Kahn-John & Koithan, 2015).  
My hope is that both Indigenous and non-Indigenous nurses will read this briefing 
on Indigenous worldviews of health and aging, encouraging them to explore the IRP and 
choose appropriate methodologies when preparing to conduct research with Indigenous 
populations. I hope my experiences and lessons learned on this journey increase their 









Figure 2. Indigenous research paradigm.   
Reprinted with permission from Fernwood  
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